
ROUGH EDITED COPY

EHDI

CAPITOL 4 - IDEA & ADVOCACY, PROTECTING THE 

PARENT/SCHOOL RELATIONSHIP

MARCH 20, 2018

11:40 A.M. ET

CART PROVIDED BY:

ALTERNATIVE COMMUNICATION SERVICES, LLC

www.CaptionFamily.com

***

This is being provided in a rough-draft format.  Communication Access Realtime Translation (CART) is provided in order to facilitate communication accessibility and may not be a totally verbatim record of the proceedings.  

***


>> Good morning everybody thank you for being here.  My name is Carrie and I'll be your room monitor and I have for most of you passed out the evaluation forms.  If you didn't get one, just raise your hand.  And I'll bring one on my way to the back.  Please make sure at the end that you either just leave it where you're sitting upside down or you can hand it to me.  I'll be in the back of the room.  Thank you.  


>> ANDREA MARWAH:  All right.  Good morning  So this session is basically a quick burst of IDEA and advocacy and it's geared towards both parents and professionals.  And in Illinois where I serve families, I do this training probably 7 times a year  And then I have an extensive 8-hour training that I do about 5 times a year.  So this is just -- for some of you this may be a review.  And for some of you some of this information might be brand-new.  The presentation is on the app so if you want to follow along that way.  And it's pretty open, if you have a question, raise your hand, and we will answer it for you.  


So this is a meme I found that's really, really oftentimes how parents can be viewed in an IEP meeting if they are advocates.  


Sometimes parents who know a little too much can be a little threatening so we talk about how we can take that threatening piece out of it.  


I am a parent, also, so I am a professional but I also have a 16-year-old Deaf daughter so I come from both sides of the table.  


My presentation is not moving forward.  


Carrie, can you get I.T. in here?  Sorry.  


That's it.  Well, she's get some steps in.  


So we'll talk a little bit about the legal stuff.  I can't go into depth.  We don't have enough time.  In the room who are our parents?  Can you raise your hands?  Fellow parents, hello.  


And the rest professionals?  Welcome, welcome.  


So what is the purpose of IDEA so what is IDEA?  The Individuals with Disabilities Education Act.  It is a Federal law that protects children in the public school system who have a disability.  


So it is to provide Free Appropriate Public Education  


The public education for the student needs to be designed uniquely for that child.  So there should not be one-size-fits-all for our Deaf and hard-of-hearing students.  


 Each child needs to be looked at individually.  


An audiologist can have two children test in a sound booth and their audiograms look identical.  But their learning needs to be completely different.  So we need to remember that when we have the plans, which are called IEPs and IFSPs, the I stands for individual and that's the most important part of this law.  


What the purpose of it is is to prepare children for either further education, employment, or independent living.  


I think it is working now.  



(Background talking.)


>> ANDREA MARWAH:  Perfect.  


>> Sorry about that.  So the clicker might work funky.


>> ANDREA MARWAH:  That's fine.  All right.  


But now I can't figure out how to scroll.  Really?  No.  This is not -- I need to be about 20 years younger for that stuff.  


I can ask the house.  


Oh, yeah, no, no problem.  



(Background talking.)


>> ANDREA MARWAH:  All right.  Technical difficulty solved.  Sorry about that.  


So IDEA, like I mentioned is a Federal law.  So it is not a required law.  States do not have to enact it into their state.  Any states in here that do not follow IDEA?  Does anybody have a guess of how many states don't follow it?  What was that?  Interpreter, what -- your state does not follow it?  Well from what I understand all states follow IDEA and the reason why is because if you don't follow it, you don't get Federal funding.  


So states can say no, we don't need it.  They can easily say that.  What they can do, however, if they do say, yes, we're going to take this law and enact it in our state, they can have their own state law, as well.  It has to include everything.  But it can also enhance it so your state can have more than what is offered in IDEA.  But they cannot have less.  


The Web site for this is IDEAed.gov if you're ever looking to see if anything is written in the law they have a great search engine you go into this Web site this is what it looks like when you get in there these are the two parts to the law you have the Part B which is the school-age child and Part C which is Birth to Three when you click on either of those when you go in there, this is what you see.  


You can even tell the difference so IFSPs, Birth to Three.  Individual Family Service Plan.  Those are for the little babies.  Those are for moms, dads, babies and the family.  And they are looking at the family as a whole.  


Parents who have IFSPs right now for their children?  And then how about IEPs?  


Okay.  So those of you who have IEPs now and have had IFSPs, are they totally different or are they the same?  Totally difference.  Right.  They are totally different.  


The families' needs and nurturing are really, really emphasized in the IFSP  Where in the IEP we are now going to educate that child.  We are going to make sure that child can have an independent life at the end of their either 18 or 22 years depending on the plan that they follow.  So they are different.  And it's very scary for parents typically at that age 3, usually around 2 and a half we start to panic we think oh no what do you mean I won't have my people they are my comfort where are they going.  So they are different plans and they are made differently for very specific reasons you but say you have a question do they have to provide X and you want to know if it's in the law you can go on to either of these sites and put it in the search engine if that term comes up at all in the law it will stipulate it exactly and you read it and see if you have any leg to stand on for that.  


So we have talked about IEPs.  So those are Individual Education Plans.  So those are the plans designed under the law for the specific child.  


In the State of Illinois, where I am from, a blank IEP document is 23 pages long.  That's with nothing in it.  Not even a name.  


Once you leave, they are typically double that at least.  Depending on how many goals and objectives you have in there.  


They are very daunting.  But they are there intended to help that child close the gap and catch up with their peers.  


When we're talking about our children catching up with their peers we must always also remember they are catching up with their hearing peers never compare them to other Deaf/hard-of-hearing children that's not what we want we want them with their hearing peers so we'll talk a little bit about IEPs and 504 plans.  Anyone in the room have a 504 plan for their child?  A couple.  My younger son has a 504 plan so I have just started to experience that on the parent side.  


What are the differences between these two?  They are different acts completely so the Individuals with Disabilities Education Act supports your IEP.  But the Rehabilitation Act, which is a different act, supports your 504 plan.  


So the difference is that your IEP gives individual education planning and programming for your child.  So it meets their unique needs.  It closes any gap that this might have educationally, banks based or whatnot, whatever they need.  


If a child is deemed to be age appropriate and on task and on track with the rest of their peers, at that time then they may switch it to a 504 plan.  


And what a 504 plan does is provide accommodations so that the child can be educated with their typical hearing peers with those accommodations.  


What we oftentimes see especially with our children who are either born to Deaf families or have cochlear implantation or hearing aids quite early is they tend to catch up really quickly or they are not seeing a delay at age 3.  So oftentimes the district will say, well, they really do not meet the criteria or need any special ed or related services at this time  


That's a big red flag to me.  Because an age 3 child, we have no idea what we don't know about.  And that's one of the biggest consultation calls that I have with families is, my district wants to put me on a 504, what should I do?  So I urge families until that child is capable and willing to advocate for themselves, don't do a 504  


>> (Off microphone).


>> ANDREA MARWAH:  Hold on  


>> I find that another problem that is in the field that school districts will give inappropriate assessments to deem them age appropriate.  And that's how -- it's the loophole that they think that they are getting away from providing services to our children.


>> ANDREA MARWAH:  Yeah and unfortunately what do you think that stems from?  Their budget  You know.  And it's wrong.  And so how can we stop that from happening?  By educating our parents.  By making our parents understand what their legal right is  


Yeah and that's a great point.  And when -- it sickens me when I see that happen.  But it does.  So you know, you can find out quite easily what assessments can be done for a certain thing.  Like you're looking for language assessments.  You can Google.  Google is our -- assessments -- you can Google, Google is our friend say what assessments can determine language delay and they can come up with a bunch of them.  


>> (Off microphone) or they don't want to give them an eligibility of HI when absolutely they get an eligibility of HI because this hearing is not ever going to come back.  It's a sensorineural loss.  So that's another issue.  In the State of Mississippi anyways.


>> ANDREA MARWAH:  Good point and that's obviously something that needs to be worked with.  You need to get advocates on your side.  You need to get the parents well versed on hey this isn't okay and you need some good strong parents to go in there because they are typically the ones in this situation that can make a change.  Because what happens with the professionals working in the field?  They are frightened.  They don't want to lose their job  Some of them don't care.  They are going to advocate for their students.  And kudos to those teachers.  


But yes, there are -- I think that happens in every aspect of life.  We try to find the loopholes.  tax time comes around.  Everybody is looking for the loophole they can get.  


They are thinking budget.  


Good, strong parent advocates will learn that that is not okay.  And they will go in at that point -- and I don't go this into detail in here, a parent can always request an individual evaluation outside of the district.  So there's --


>> Who pays for that?  


>> ANDREA MARWAH:  The district.  And there are ways to do that.  Who pays for that is the question and it is the district and so there are loopholes -- there are ways around that contact me I can tell you exactly how to do that.


>> When you request that, do you have to use the district's testing evaluator or whatever.


>> ANDREA MARWAH:  Typically that's what they request but I have heard parents that find somebody by themselves.


>> And the district will pay for that.


>> ANDREA MARWAH:  And the district will pay for that but it takes a good strong advocating parent to know that.  


>> I think we're always seeing the notion of wait for the kids to fail before we support them.  And as a parent, if they are degenerative to go through the 504 plan I would say put them on a monitoring for an IEP with that monitoring you're going to make sure that once they start regressing, you catch them.  And you don't have to wait 60  days to do a brand-new evaluation.  That notion is that they are not failing yet I don't know where they get that but under ADA that doesn't apply.  They don't have to be failing to get services.


>> ANDREA MARWAH:  Right.  We do get into that.  Okay.  So the 504 I just want to briefly touch on that so oftentimes that's what will happen.  And I just urge you to have this in your mind have it in your mind if your district says let's have a 504 have in your mind can my child advocate for themselves because it's just a written document it's between a gen ed teacher, the family and the principal it's accommodations so anything that would be needed for them to sit in that classroom with their typical hearing peers so it's important that if that comes about, we need to make sure are they ready for it some high school kids absolutely they are ready for it.  


Oftentimes districts will say let's transition to a 504 before they are going to go to college.  Your 50  4 plan that we see in high school -- 504 plan and IEP plans we see at high school are null and void at Graduation Day what we do with those papers is utilize them as a tool when going to the universities it really doesn't matter which one they have when they graduate high school it matters what information is in there what has been used for the student and what works.  


This is what your rehabdisabilitygov if you want to know more about the Rehabilitation Act this is your Web site you can go take a look it talks about 504s there are 504s in college also they are not the same as the ones in high school they are designed differently they have the same premise though if you want to learn that information, this is where to go  


So to be eligible for that 504 a child must have a physical or mental impairment.  So my son who is 11 does not have a hearing loss but he has ADHD.  So we put him on a 504 plan to accommodate for some of his things and get him a standing desk if he chooses so to use that.  Et cetera.  


So he does not need an IEP.  His education is not quite impacted by it.  But his education would be more accessible to him if he had these base accommodations.  


So ADA oftentimes as parents we think ADA they don't need that until they are 18.  They are protected under IDEA.  They don't need that.  Well, here to tell you that ADA protects your children outside of school but can also protect your child inside school.  


There's a difference between the IDEA where they provide appropriate education.  And ADA where they provide equal access.  Oftentimes the word appropriate and the word equal are not the same.  When does that happen?  I'll give a great example you have a high school student doing very well academically but is falling behind because they are not able to keep up with the content in the classroom.  You want CART reporting.  CART reporting is not necessarily needed under the appropriate term.  But under the equal, it most certainly is.  So if ever you get to that point, and you need to have that and your school is saying well they really don't need it they don't qualify under IDEA then you ask them to open up an ADA compliance and that can protect you within that school as well I tried that with my daughter so we could get her CART and she shut us down but it's up to her.  She's over 15 and a half.  She now runs her own IEP meetings so we let her have it and she's proven so far she doesn't need it.  So hopefully that's true.  


The way that the ADA law is written is a lot different.  You can read the IDEA law and it gives you the law in a snapshot.  Where ADA is all on kind of precedence of cases that have happened in the past.  


So if you ever want to delve into that or maybe you're going to a public place with your kid and you want some form of access and you're really not sure if you have the right to ask for it, this is a great place to visit.  


So we're going to talk about the IEPs.  So this might be really basic for some of you guys so I'm going to kind of fly through it.  I'm sure the interpreters love it when I say fly through it.  


All right.  So this is what is included in the Individual Education Plan.  That's the physical document that we're talking about.  That is what is designed and implemented by a team of individuals who have expertise and knowledge on the child with the disability.  


It is written specifically for that child.  It obtains their -- it has their present level of performance  It has their measurable goals so goals we're going to write to get that child up to the level playing field.  


How progress to goals will be met.  Statement of any educational related services and supplemental aids.  


Statement of accommodations and the date that that will start.  


Now the statement of accommodations so if I have an IEP, do I need a 504 for my accommodations?  No.  They are in this.  They are built into the IEP.  


So here is a big one.  So who is included in the IEP?  In the law parents, you are listed first.  You are what?  What expert are you?  What expertise are you bringing to the table?  The child.  What do parents know about that child?  We know what they are like when they come home from school every day.  


We know they are coming home walking up to their room and slamming their door because they have had enough  We are able to share that information, which is quite valuable to a team to know.  


Because sometimes kids will most oftentimes kids will save face at school.  


They won't do it at home.  They have no bars holding -- they will throw that tantrum.  They will do whatever.  They will show those stresses that they feel at home.  And if we're not there to share that information, then the child is not being looked at as a whole.  


Oftentimes parents will call me and say, yeah, well, I was kind of a visitor at the meeting but I really didn't feel like I belonged there so we work with them on guiding them on making the school understand I know my legal right to be here by not walking in and saying I know my legal right to be here.  


So those are the situations that come about and it's basically parents need to be strong advocates they need to understand they are not invited there just to see what the school is going to do.  You are in active participation.  


So one or more regular ed classroom teachers so they can disseminate anything about the curriculum that the district is following.  Any special ed teacher if your child a mainstreamed and don't really have services with a special ed teacher then that person does not need to be there.  


A representative of the Local Education Agency main times that's the principal of the school and oftentimes it's the vice principal of the school.  They do have authority.  They don't have all of the authority.  So if you are asking for something out of the ordinary, it may require somebody above that person  


If you know you are agency for something outside the ordinary I always recommend to request a person that can give the decision to be at your meeting.  She's coming.  


>> I have a question about that.  Hopefully it applies to many in here.  My son is Deaf plus he has a huge team we have a picnic for our IEPs meetings because I learned from you recently about that.  His interpreter says that she gets paid for the time to come but she's never invited so I always invite and ask the teacher that he invite but she says she gets paid the teacher says she doesn't get paid.  


And then my son's aide, he has a personal aide, she doesn't get paid for her time so I'm asking for a favor.  have you run into that?  


>> ANDREA MARWAH:  I have run into it with interpreters if they work for the district they should be able to come.  That one I don't understand but if by chance we do an outside evaluation and we want that evaluator to come, then oftentimes it's the parents that would pay for that hour.


>> Okay


>> ANDREA MARWAH:  Or however long that person would have to be there.


>> Yeah so that's a good thing I always wonder if I'm stepping on someone's toes to offer to pay for someone to be there.


>> ANDREA MARWAH:  I don't know how it would work though if it's a district employee if you want to reach out to me after I would love to delve into that with you.  


>> Thank you.


>> ANDREA MARWAH:  That's one thing I always touch on oftentimes the interpreters are not invited to these meetings.  Well what about our kiddoes that are in the mainstream and their only direct communication is with that interpreter.  Should that interpreter be at the meeting?  Heck yes they should be at that meeting.  And parents, sometimes it's us who have to be the assertive ones to get them in there.  


>> So for the meeting if the interpreters are actually signing for the student, there's a question of ethics where they step out of their role in that meeting and that's a concern for me, especially for high school because they shouldn't be put on the spot but they do have the opportunity to offer written reports, you know, that's another way they can provide feedback.  But still participate in the meeting in a different way.


>> ANDREA MARWAH:  And you bring up a really good point also that I think about.  But yes they should be there as a participating member.  Telling what's going on with the student.  Because if we are truly following this Individual Education Plan then we are truly looking at everything that happens with this child.  


What happens sometimes is the interpreter, especially if we have Deaf Mom and Dad come in and the Deaf student and we invite the interpreter for the student and guess who is interpreting that meeting?  That is not okay.  Because then they are not -- they are working.  If they are interpreting the meeting, they are working so they would have to step out of their role each time they want to participate in information.  


Carrie?  


>> I think what you're saying, sir, is interpreters will experience conversations that should not be regurgitated by anybody else.  But I also agree that they provide valuable information for what the student is experiencing in their day and maybe where there's a gap  So they would have a very interesting line to draw in that meeting probably of what they share and what they keep private for the sake of the student.  


>> ANDREA MARWAH:  Good point they don't want to be sharing personal conversations they've had with the student because that's way out of their bounds.  Is that what you're talking about?  Yeah, absolutely.  So that is a fine line.  Great interpreters know how to do that.  They know when it's okay.  And to advise, hey, I'm stepping out of my role right now.  Or, you know, have dialogue with them what you're looking from them at that meeting.  You have expressed to me that you've seen this.  Or I've contacted you and said how are you seeing this at school?  Can you explain what you're seeing?  Those are the types of things we can do.  We're not going to get personal conversations or even personal conversations they've had between a teacher, you're right, they are not going to do that  That's unethical.


>> I think something that's important to keep in mind is as an effective team for your child, it's important that your Case Manager or people on that team are actually taking a team approach and collecting information from all of the people who interact with your child.  Even if it's inappropriate for that person to be at that meeting, if the district deems it that way, I would definitely request that input is provided from say like the interpreter or a behavioral interventionist.  Sometimes because of the certification they are not at the place to be at that IEP based off of legal stuff.  


So just definitely request that good quality information is coming from the people who are working with your child, even if they can't be there.


>> ANDREA MARWAH:  And I don't know where in the law a behaviorist would not be able to come.  I mean, is that --


>> To be honest I'm new in the field.  And I just have one student where they have the coordinator of the interventionist, so the BI, the coordinator is the one who gets information from that, the person who works directly with the child and attends the meeting.  I don't know necessarily that it's legally written that way.  It was just something I thought of from personal experience.


>> ANDREA MARWAH:  You're not offbase there are times when say a behaviorist has done an assessment and their supervisor will come.  I urge parents, however, if something is really -- if we're learning something in that assessment that's been done, we don't want the supervisor to be there they can come to but we want the person who did the assessment they can share information in that documentation that can become important but good point.  


We're going to talk about the individuals here is the deal with this, too, does everybody have the app.  Raise your hand if you don't have the app.  


Okay.  Get the app.  Because I love these questions more than the stuff you can read off of my slides so ask your questions because it's going to help everyone in the room and it gets everything flowing keep asking that's good but if we don't get through them that's why.  


We talked about that.  


Individual who can interpret the results we're talking about that now anybody who does an assessment should be there if it's an external person maybe you have a private person who works with your child they should be invited yes you will probably have to pay a fee for them to come but at the end of the day they can disseminate those results but at the end of the day it buttons up the meeting quicker you don't have to go back and ask them questions that were unanswered  


When appropriate the child.  So when is it appropriate to bring the child into the meeting.  Parents, does any parent bring them kiddo in.  Age 6, did you bring her for the whole meeting


>> Part of the meeting.


>> ANDREA MARWAH:  She brought her for part of the meeting.  Comment back there?  


>> I brought her in when she was 12.  


>> I brought in the first part of the meeting when they talk about strengths and goals but not when they are talking about accommodations because it's like bam, everything just seems like your child really needs help and they don't want to hear that.  And 7.


>> ANDREA MARWAH:  I'm getting that -- that's why they come in for a little while.  None of us really want to hear what we can't do.  


>> I work for an early intervention program and a lot of the families bring a quick video to show at the beginning just to kind of remind the team who we are talking about and then they also bring a picture of their child and leave it in the center of the table for the whole meeting just to kind of keep the focus on the kiddo.


>> ANDREA MARWAH:  Sure.  It's always good to bring something that is your child.  If you can't bring your child.  Especially those early intervention kiddoes, a picture goes a million -- goes miles.  Because for them you're probably one of 6 IEP meetings that day.  So we want to make sure this is who we're talking about.  This is my flesh and blood I'm thinking from here because I'm Mom I'm not thinking from here.  


This is what we're here for.  To keep that there.  


>> So mine are -- I have two hard-of-hearing children they are 8 and 11 and this is something we have really struggled with.  We just brought the 11-year-old to the Parent-Teacher Conference last week because his teachers requested him to be there.  But I feel like because they do very well with spoken language, I spend a lot of time at their IEP meetings trying to convince the team that no, they can't do that.  They can't do that.  They can't do that.  


How do you balance having your kid sit there at the table and listening to Mom go on and on about what they can't do for an hour?  Because often that's my role at that meeting.  Our joke is if you wanted to find a cure for Deafness you just send them to the public school in our city because all you'll hear is how great they hear.  Oh, he hears great.  


So how do you balance that -- all that negativity that the parent sometimes has to be that negative to get any accommodations.


>> ANDREA MARWAH:  You don't bring them in during that part.  By law they don't have to be there until they are 15 and a half.  So oftentimes a good tool is to have their Deaf ed teacher or hearing itinerant teacher work with them to create a little small PowerPoint presentation talking about them.  Let's be honest, would any of you like to sit in a meeting and hear all of the things you can't do?  No.  It's deflating we don't need to hear that yes it is what fuels us to get what these kiddoes need but they don't need to hear that so the beginning of the meeting or the end of the meeting until the kids are capable of listening to that or understand that just don't bring them for that part.  Let them come at the beginning.  


>> I think the biggest challenge for us as parents who have chosen listening and spoken language is to understand that the child being expressive is not necessarily that this child is not Deaf anymore and doesn't need Deaf services anymore.  


I think it's hard.  It's hard for those teams who are not familiar with hidden laws to understand that the way the child learns is different the way they need access is different the accommodations are different.  


At one of my meetings the teacher was an older teacher who insisted that only Deaf people were only sign language users.  I had to stand behind my child and talk behind her to prove to the whole team that she's Deaf it's only a piece that gives her access but she's Deaf that was strong and harsh but that's what it took to teach them she's still Deaf and I don't know how we can change this few of our kids with implants or with hearing aids that they still need the support.  


>> ANDREA MARWAH:  Yeah, I mean, again, you did the right thing you used a tool to prove they still need that.  


I've had families who say we don't -- we brought earplugs so everybody could put them in their ears.  Because sometimes we do forget because oftentimes our kids are doing extremely well if they are doing extremely well they are like what do you mean, they are fine.  But also Deaf hard-of-hearing kiddoes are amazing bluffers.  So we're not really sure they are doing what we think they are doing  And especially our kids who have a very strong early intervention and early childhood program.  You know, then they get into kindergarten 1st Grade and they are the star reader and they are doing amazing.  They are in the top of the class.  They are going out for the exceptional child reading them.  Then they get to 4th Grade and you have to read to learn now and have to understand what you're reading and all of a sudden, they don't know what they are reading  


So these are things that we just know as parents, always have in the forefront that when we get to that 3rd and 4th Grade year, it doesn't always happen  But it could happen.  And all of a sudden their reading scores aren't quite what they used to be.  


So just always have that in mind.  It doesn't always happen  But if it does, then that's something to bring up.  


It's also a good argument if your kid is in 2nd Grade and they are saying they are doing great they don't need to do this give them some research about reading comprehension in our population.  


>> My son moved from an IEP to a 504 when he got to high school and I think high school becomes a very difficult environment.  As parents you're not nearly as involved or visible at the school.  You don't necessarily know their teachers.  There's a lot more kind of qualitative issues that come up that you just it's very difficult to monitor for your child and difficult to accommodate or account for that in any plan that is supporting them in the classroom.  


I certainly would be interested -- my son has graduated now but I think for parents who have children coming through, they need some better resources and tools to work with when their children get into those advanced classes and they are the only Deaf kid in the school.


>> ANDREA MARWAH:  You hit on a really good point.  Anybody have kids that are in junior high gearing up to go to high school?  In high school already?  So is mine she's a sophomore not only does the school want to talk to you she doesn't want to talk to you about it either so what is my advice toward that?  Make sure your team and her IEP is focusing on self-advocacy from the start.  From the very, very start.  


I do this for a living.  And I thought my kid was the worst self-advocate ever.  She's actually doing it now.  So believe it or not, they will start to do it.  


You know, she doesn't her grades to fall.  And if they start to fall, then she'll come to me, I'm going to lose my phone because I have a C you know.  I'm like why do you have a C?  We sit and talk about it.  And then she's like oh and I help her to formulate an email to the teacher.  But now she's writing them by herself and she always copies me on them.  And they are really good.  So they will learn this.  


But get those teachers to start working on this from the start.  And so should you, Mom and Dad we should not be doing everything for them.  They are humans.  They can do it.  You're at a restaurant have them order their own food.  They want something at a store have them go get it have them ask somebody for it.  It's easier for us to do it but you know what we're doing them a disservice by doing everything for them  


All right.  Oh --


>> If I may ask.  I think what I struggle with because I have one kiddo who is 21 in college who is hard of hearing we didn't get early intervention because we dropped through the class and two younger kids my youngest is 10 who is hard of hearing and got early intervention I can see the benefit of that, both have beautiful speech but certainly my youngest the vocabulary is much stronger I think what I struggle with as a parent and now also as an advocate is finding the tools to help us assess the unique idiosyncracies associated with a hearing loss.  Because I'll say I'm concerned for like weak vocabulary and then they will hear my son and they will be like really.  It's like now there's like Swiss cheese knowledge.  There's -- I messaged the other day do you want to make a beeline for the bathroom he looked at me, a beeline.  But just things so the learning that we understand as parents but if there's assessments or data that measures that, so that we can also help educate our fellow parents as well as the educators.  Because again, all they see is, wow, he's a rock star reader.  Well, we've had captioning for years.  So that helped.  


>> ANDREA MARWAH:  Good points.  I think that the best way to always do that is one of two ways.  Well, first of all, you should be always kind of communicating all the way through with your team.  You know, you want them to know that you know this stuff, that you go to conferences and that you understand these small things that are specific to our kiddoes.  


What I do in that point -- who is the expert that should be able to answer those questions at the table?  Besides the parent.  Because yes, we do our homework and we're smart.  Anybody that's in this room, we're smart, right?  But there's a lot of parents that aren't in this room they are binge watching something on TV right now.  


So there are -- there's an expert at your table.  That you can point to.  And it's your Deaf ed teacher or your hearing itinerant teacher.  Point to them and say can we explain to the team 4th Grade decline.  And that's perfectly legit and if they can't explain it there's research out there that you can use to explain it.  


But I think it's to do it to start going.  Carrie do you have a comment?  


>> Yeah, I do.  So I am a speech-language pathologist that knows Andrea and her daughter very well.  And I think one of the things to think about when -- background, I've worked in public and private sectors.  So one thing, too, in the public schools is that there tends to be the common test that the speech therapist will give but there are other tests that will look at some of that higher level language that I recommend families look into outside of the self.  And typical ones that we have in the schools.  There are some other ones to help look at that figurative language as well as more higher level skills to help kind of look at even at the age of 6 how you're doing on some of those can be a little bit of a precursor.  


So I always recommend.  And also, I highly recommend as Andrea might remember when her daughter was younger.  But like having them tested every year in the public schools.  


So there's -- I also work here for our state.  I love in Colorado.  And I'm a coordinator for our mentor program throughout the state.  And I can't tell school districts what to do.  But I can highly recommend that every three years is too long.  Even for a hearing child.  And you don't have to reopen or open a re-eval to do that testing every year so I suggest as parents or even professionals in districts in other states to talk to your teams because you don't want to look at that gap that's created every three years when you know if you're looking at things annually outside of academic assessments but as well as that functional language in some higher level.


>> ANDREA MARWAH:  Good points.  So who are the advocates in the room?  Do we have actual advocates who work for a living as an advocate?  So I'm assuming like me, you guys have people in your pocket to get that information from.  That's who you want to seek out in your state.  


So I have contacts at our listening and spoken language skill I work for the Illinois School for the Deaf so I have those contacts we have a cued speech school so I have those contacts so if something comes up and they do an assessment on the kid and they are doing great but the parent is still concerned I will contact my person that's in my pocket and ask them what other assessment tools can we use here is the parent's concern typically if I were to voice that to Carrie she would be able to tell me exactly what we could do to see if that was a weakness or not and sometimes Mom and Dad would be wrong and it won't be a weakness but it's worth a shot one thing I always say to parents go with your gut if you think something is not right chances are something is not right so if you feel something isn't going well, contact your team.  Talk with them.  


That's -- those are the best teams.  Those are the ones that work the best.  The ones that have communication.  


>> So I have a 3rd Grader we're almost done with 3rd Grade now she's 9 she has auditory neuropathy in her left ear and hard of hearing in her right ear our IEP meeting is in 3 weeks so I'm already dreading it I'm planning on asking for more services I would love CART or something similar to that.  And every time I've asked for anything in the past our district representative says no she doesn't need that she doesn't qualify for that her speech is beautiful she can fool anyone on the street to think she doesn't have a hearing loss whatsoever so I'm very concerned about this 4th Grade decline because we're about to get into 4th Grade I would love to bring a specific research article to me with our IEP meeting do you have an example.


>> ANDREA MARWAH:  Regarding the decline I do if you want to email me here is my recommendation don't bring it to the meeting send it before the meeting let them have time to read it and digest it so email me I have one of the most recent articles I have the ones from my daughter but she's 16 they are old but I did just get a more recent study.


>> Thank you.


>> ANDREA MARWAH:  Absolutely.  Okay  


>> I have a question.  I go -- I work as a parent advisor with 0 to 3 in Georgia.  So I've been to some IEP meetings with these parents.  Now, when you get to the meeting, it's an assessment and then you go right into placement.  The parents don't have time to know what the assessment is going to be.  They are not sometimes really even allowed to see the facilities that they are going to be suggested.  They don't know what will be suggested.  So there's no time for them to see what schools they might be able to go to.  I don't understand the process.


>> ANDREA MARWAH:  Okay.  So -- hmmm, all right.  So at age 2 and a half is typically when a parent should start going oh I've got to get ready I have to figure out what's out there.  There is no law that states that a parent can't go and view a program.  


We had an incident probably 6 years ago where every call that hit my desk was, my district said I can't be in the program because it's against HIPAA well you're not going in there and asking for the kids name and address you are going in there to sit in the back of the classroom to observe it they are treating you as a guest at the IEP meeting is what they are doing if that happens.  What you need to do is you need to seek out all of the options for placement.  You contact the school.  And this should happen during the domain which should happen well before the IEP meeting.  


Domain is what is usually -- when you guys do the transition from EI to early childhood, the domains typically happen at that time and that's when we determine, okay, yes, this kid has a disability.  Let's determine if that disability requires special ed and related services.  


Then the testing starts.  In that conversation we should also talk about placement options  We're not placing them.  We just want to know what's out there.  That is another tool that I have for you advocates maybe you guys have something like this, too.  I developed a spreadsheet.  It asks questions on the left-hand side.  At the top it says placement 1, 2, 3 and 4.  


The parent goes.  They sit down.  And they just write notes.  At placement 1.  Then they write notes at placement 2 then they can compare and contrast when they want to make an argument of which place they are looking for.  


So it sounds like somebody is kind of not really following.  They can't be -- the parents need to know that they can't be active participants without knowing what the options are.  Does that make sense?  


>> Well, yeah, but when I call the -- I called the School District and was told parents don't choose the school.  And we won't know what options are available until we do the first part of the meeting.  


>> ANDREA MARWAH:  Right that's okay though they are not -- they shouldn't be doing them both at the same time


>> They do them at the same time.


>> ANDREA MARWAH:  They take all of your assessments.


>> Yeah they get all of the assessments ahead of time then you sit down for the IEP and you do eligibility and placement all in one go.  There's no break.  It's one meeting.


>> ANDREA MARWAH:  They are not allowing the parents to be active participants in the meeting.  So the parents -- are there any advocates in your state?  


>> I need to talk to you.  

(Chuckles).


>> (Off microphone).


>> ANDREA MARWAH:  That's a new advocate in the state.  Let's get the mic.  


>> Oh, I am from Georgia.  Yes.  


We are currently -- our advocacy program is probably a little over a year old.  And our primary focus right now because we're partnering with the Department of Public Health is focusing on the transition stage between the ages of 18 months through 5.  And that is a critical area in our state.  So I understand some of what she's saying.  I just -- not to that degree, though.  That hasn't been my experience.  


>> ANDREA MARWAH:  So yeah Georgia has extra advocates through Hands & Voices.  So that might be something before you guys leave connect with each other.  Because they can help.  I went down there and did the training with the Georgia group.  So they are good to go.  So you get them on your side.  And they will be able to help you navigate that.  


We have a question right here in the front, too, Carrie  


>> So I hail from North Carolina.  And IDEA is approached in a very different way than in many other states in my experience.  All hard-of-hearing children and Deaf children must be mainstreamed first as a standard.  Until the parents make a suggestion of a change.  And so there is really truly no parent choice offered in that placement.  Because it is automatic local school first  


And then they try out mainstream until it fails.  


If they fail in the mainstream, then they start talking schools for the Deaf.  So it looks like a dumping ground.  Schools for the Deaf have become dumping ground  And it's truly a mess in the state of Carolina and it happens in North Carolina now and I think it's horrible it is inexcusable.  And you know, there's -- the department has probably set a policy that allows mainstreaming first before any other consideration.  But to me, it is absolutely wrong.  And inexcusable.  


Parents should be offered the best possible placement for education for their child.  And that is not the standard currently.  


>> ANDREA MARWAH:  Yeah, they are -- they are like Chicago Public Schools.  And that's what they do.  They do not follow the law, either.  And what's it going to take?  It's going to take some pretty darn strong people to say, this is not okay.  And this is not going to happen anymore.  What is that state doing?  They are taking the Least Restrictive Environment and they are misunderstanding it for our population.  So Least Restrictive Environment typically is the home school.  The school the siblings go to, the school the neighborhood friends go to.  That's what it is.  


But when we're looking at Deaf and hard-of-hearing children, we really need to take into consideration that their communication needs and their ability to communicate, one-on-one with a person, directly with their teachers and peers is extremely important.  We in Illinois, thank goodness, finally came up with a part of our IEP that says, okay, when we're talking about the linguistic needs of Deaf and hard-of-hearing children, we now have to take into consideration their ability to have direct communication.  


So what does that mean?  That means we are not taking our signing children and sticking them in a regular ed school in their neighborhood with an interpreter because they don't make friends and they can never talk directly to their teachers.  


So we are -- we find programs that work for that kiddo.  So they can have friends.  And so that they can talk directly with their teachers.  


It's a better education program.  If they are not always going through an interpreter.  And it's a happier ground for the kids.  


So what needs to happen in North Carolina?  They need to get a strong group of people to say this is not okay and they need to change the legislation within the state Board of Ed it's hard but it can be done there are many states in our country that have communication plans that are separate but included in the IEP document.  And it talks specifically.  Anyone in here state have a communication -- take a look at the people back there.  Find one of them.  And ask them to provide you with a copy.  Then you guys can start it in that respect.  


Deaf childrens Bill of Rights, anyone have that?  That's another thing a Deaf childrens Bill of Rights a state like that needs it because what they are doing is not okay.  


>> (Off microphone).


>> We do have a strong group of advocates within the state.  They have been talking Deaf child's Bill of Rights.  But it seems to somehow get stymied every time it gets to the legislative session and no one ever takes action and it seems like it lays there dead year after year though we try again and again but again that group of strong advocates is focused on it.  And they try to speak with power.  And yet . . .


>> ANDREA MARWAH:  Yeah, any other people in here their states have that difficulty, too?  


>> I was just going to say that -- I'm sorry -- that Colorado and Iowa both have really good communication plans that you can find online.  Easily.  And I know if you Google there would be more but I know about those two for sure.


>> ANDREA MARWAH:  And I know oftentimes -- do you have another one?  In Colorado?  Illinois just has it within their documents.  


Another question in the back?  


>> You just mentioned a couple of things about some forms that you have developed that have been helpful.  Are your forms that you have developed uploaded or is there a way that we can access them so we don't reinvent the wheel?  


>> ANDREA MARWAH:  Well, you can contact me because I have so many that if I were to upload them -- so you can contact me  And I'll give you all of my -- I don't know if -- we didn't even make it through half of this, by the way  

(Chuckles).


>> ANDREA MARWAH:  But I don't know -- next year I'll just do a Q&A session.  But if you guys contact me I'll give you my email address right now tell me what you're looking for, if I have something, you've got it.  It is andrea.marwah -- I'll do it again.  I can write it down.  


I don't think I have it.  Let's check.  Look at all of this that we missed, everybody.  That's all right.  Ready?  Andrea.Marwah@Illinois.gov.  Illinois is spelled out.  


Does everybody have it?  You're welcome.  


I think we have another couple of questions.  


>> I just want --


>> ANDREA MARWAH:  We need a mic.


>> I just wanted to add to the Least Restrictive Environment.  I know that our definition -- there are definitions to it but some people consider that in the framework of language rich environment.  And so sometimes telling that to professionals might give them a different insight into how to interpret that for their child.  


>> ANDREA MARWAH:  So you're talking about using it as an acronym?  the LRE using it as an acronym.  Always do that and parents out there, this is -- this is a piece of advice we talk about it for quite a long time in my 8-hour session.  


The goals that the professionals -- again, professionals, raise your hands.  


Okay.  So the goals that professionals write are so amazing.  If you don't know what they mean, please ask them.  


I can remember maybe it was you, Carrie.  monosyllabic.  I'm like what what does that mean.  Parents, you're not advocating for yourself if you don't know what they mean.  Another question?  


>> So I am getting ready to do my first IEP.  And so I'm a little stressed that I can't find your slides I'm not finding it on the app.


>> ANDREA MARWAH:  Email me, I'll send it to you.  But it is under -- it's under presentations I believe or under presenters and then you look at my name and the three presenters I've done are there so you just click on each one.  


I can help you before you leave.


>> Okay.  I'm sorry.  I'm another advocate trying to put some information out there.  If this is your first IEP request two meetings.  One evaluation meeting where they send you the evaluation draft for you to review before you go to that meeting.  Then you go to that meeting.  Making sure all of the information are correct.  Once you go over that evaluation meeting, then you can understand what your child's needs are.  Do they need speech?  OT?  PT?  Then you take that information and you look around what placement options are available.  Then when you come back to the IEP Team you're prepared.  You know what you have in mind.  You know what the district is offering.  You can push for things.  But do not go there to attend a meeting with a 36-page evaluation that you have not seen before.  Be prepared to go over the findings of that evaluation and the placement at the same time.


>> ANDREA MARWAH:  Right.  So it is important for parents to be able to review.  I always think of the IEP meeting, the actual physical meeting as a buttonup meeting.  The first one is a little bit different.  It just is.  Because we're transitioning a child into a brand-new school.  


After that first one, when you are now in the school, they know your child, you have people at the table that are aware of who that child is, there should never be a big booming surprise at your physical IEP meeting.  Truly all information should be shared and provided and questions asked and answered prior to that sitdown meeting.  Because the reality is when IEP meetings need to be scheduled, it is a scheduling nightmare within the school.  


So they truly do book you for one hour.  


If you can get it finished within that one hour, guess what, you guys are really well oiled well acting machines.  You guys are being a team that works.  


They can't legally kick you out after the hour but the reality is that that's what they have scheduled.  


But it can go 7 hours.  We've heard of complete nightmare ones that have gone for very long time.  


Do I recommend that?  Absolutely no.  I recommend you stop the meeting and say, we need to reschedule.  


Okay.  I think we're -- a couple more minutes.  


Any more questions?  


>> I don't have a question but I just have another document to offer up as a resource for parents.  It's from the Center for Disease Control, CDC.gov.  Online they have a really nice worksheet -- workbook product that's downloadable for communication considerations  


>> ANDREA MARWAH:  So the CDC.


>> CDC.gov.


>> ANDREA MARWAH:  CDC.gov Web site and they have a lot of resources


>> Yeah.


>> ANDREA MARWAH:  Another one I'll throw out there that again I didn't have time in this presentation, Parent Center Hub  Just Google it.  Parent Center Hub I just happened upon this about a year and a half ago it's beautiful it's a wonderful Web site it's not Deaf specific, it's all disabilities but it's beautiful.  


And I hear -- anybody else use Parent Center Hub I saw someone back there saying they love it yeah it's a great Web site


>> Hi I'm a professional from New York State and I just had a question related to your families as they are transitioning out of preschool-age services and perhaps mainstreaming back in their district.  The child is performing well but we want to be sure we're providing services for the district.  Have you seen any families get the district to pay for additional consultation services from their original providers that are qualified in hearing loss?  


>> ANDREA MARWAH:  I haven't seen that.  But it doesn't mean it can't happen.  Like for instance, a good one is say you're doing listening and spoken language, ABTs are hard to come by


>> Right that's the exact situation.


>> ANDREA MARWAH:  I don't know.  Laws are written muddy for a reason.  In Illinois you don't see that happening.  But it doesn't mean that it can't.  It happens -- it depends.  If you're placed privately then yes.  But if you're placed in the mainstream, I don't know, has anybody seen that in their state?  


Okay.  The question was if -- so say a child is in either early intervention or early childhood program and they are using a private therapist, have I ever seen a district incorporate into the IEP to pay for that private therapist?  


>> (Off microphone).


>> ANDREA MARWAH:  Early childhood?  Within the district?  


>> (Off microphone).


>> ANDREA MARWAH:  Okay I'll repeat the question just so everybody hears it  


Got it.  


>> (Off microphone).


>> ANDREA MARWAH:  Okay.  So what she's talking about is they are privately placed -- private placement can be their own session were they privately placed by the district or privately placed by the parent?  So that's a totally different ball game.  


So if the child is privately placed at a private school and then they are going to mainstream, have you seen where they have utilized services?  Yes, I have seen that.  


Oftentimes it's a little -- you have to kind of work around it.  Where I'm Mom, I'll drive the kid to that facility but yes I have seen that  


We're done?  Okay.  I am over my time.  


So I will stay.  I've got to present again.  But I think I have a few minutes  But I'll stand at the back if you have questions.  


Please reach out to me.  I'm more than happy to help.  Thank you, everyone.  


(Applause) 
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